The journey of illness as lived by patients and caregivers is not routinely captured for systematic isolation.
A number of forces have converged in the last decade to ensure patients and caregivers are no longer invisible to the system that was built for them. The most influential force may be the democratization of information and the capacity of real people to create global networks for sharing that has come about as a result of the Internet. PatientsLikeMe sets out to differentiate itself by creating a platform upon which data generated by patients themselves could be systematically collected and quantified while also providing an environment for peer support and networking. Like other patient orga- Much of what has been accomplished at PatientsLikeMe is directly attributable to the courage, curiosity, and selflessness of patients and caregivers willing to share their experiences-without whom new knowledge and continuous learning is just not possible.
| METHODOLOGY
The hallmark of the PatientsLikeMe data model is its capacity to systematically collect, aggregate, measure, and analyze patient-generated data at scale using both quantitative and qualitative approaches. 7 At the outset, PatientsLikeMe communities were built with condition-specific boundaries such that a patient with multiple sclerosis was essentially in a "walled garden" with other patients with multiple sclerosis and unable to communicate with a patient who reported a different primary condition. In 2011, the walls between communities were removed allowing anyone to join PatientsLikeMe with any condition. 8 While still asked to identify a primary condition, patients can now create health profiles that reflect the full spectrum of their health history in a longitudinal record, and importantly, they can connect with any other member of the PatientsLikeMe community regardless of their identified condition(s).
In the year following these changes in the patient experience and site infrastructure, the PatientsLikeMe team embarked on a companywide project to evaluate and improve the site's design, data collection methods, and overall functionality. Led by a specialist in design and user experience, the PatientsLikeMe team created patient-centric processes and research methods to ensure that patients and caregivers were fully engaged in the project.
| Patient and caregiver interviews
The team developed an interview guide heavily influenced by techniques used in ethnographic interviewing, a qualitative research method that combines immersive observation and directed one-onone conversations. 9, 10 The team conducted 60-to 90-minute interviews with patients and/or caregivers in their home environment or via videoconference.
The objectives of the interviews were to learn about how people think, feel, and behave across the experience of illness at different points in time. The concept of being on a "journey" was used to frame the interview along key domains:
• Getting diagnosed
• Reaction to diagnosis
• Adjusting to life
• Sources used to get information Three members of the PatientsLikeMe team were assigned to each interview and each had a specific role. The "pilot" led the interview; the "co-pilot" occasionally engaged and asked clarifying questions; and the "observer" watched the interaction to provide the other team members feedback after the interview. The team members represented different disciplines to ensure a diverse approach to the interview experience. For example, a member of PatientsLikeMe with epilepsy was interviewed at his home by a team that included a nurse, a design and user experience specialist, and a software developer.
The team compiled a large volume of notes and observations from each interview. These were reviewed to identify thematic categories that focused on the events, feelings, and questions that patients and caregivers spoke about as they described their experiences across the various stages of their conditions. A diverse range of events, feelings, and questions emerged naturally using a conversational style of interviewing.
| RESULTS
Patients and caregivers spoke candidly about the uncertainty of recognizing that something might be wrong, the fear of hearing a diagnosis, the confusion of treatment decisions, and, for some, the devastation of experiencing a recurrence of their previously treated disease. Yet despite the interviewees' diverse personal situations and health conditions, the analysis of the data illuminated 6 common questions that were asked by most everyone at some point on their journey ( Figure 1 ).
What is this thing I have?
2. What will this (diagnosis, drug, treatment) do to me? 
| A patient and caregiver journey framework emerges
What emerged from the qualitative data were key domains that highlight the different stages that patients and caregivers described as they to have an unexpected caregiver role imposed on her-"making sense of it" now requires "finding a plan" to meet the new caregiving responsibilities but may also require her to reoptimize and readjust the management of her health condition due to increased physical and mental demands.
For some conditions, the time spent in any stage of the journey might be relatively short, while in other conditions, the same stage could linger much longer. The diagnosis of a broken leg may take minutes, whereas the diagnostic journey of multiple sclerosis can and often does take years. We heard that a major challenge was the overlap needed to make sense of one's situation (which is often emotional and information overload) while simultaneously they were working on an initial treatment plan. This was particularly challenging in conditions where fast treatment decisions were required, such as in aggressive FIGURE 2 Stages across a patient and caregiver journey FIGURE 3 PatientsLikeMe patient and caregiver journey framework cancers; the overwhelmed patient and short timeframe appeared to correlate with more reliance on physicians to drive decisions.
| Identifying events, feelings, and questions across the journey
Once the journey stages were articulated, the team began to map the events, feelings, and questions patients and caregivers described in 
| Having symptoms
Most of us know our bodies well enough to know when something does not seem quite right. We may experience an event such as a fall that "just happened" for no apparent reason, a momentary blurring of vision that seems to be coming more often, or the unmentionable problem of constipation that just is not responding to the usual tactics.
These events can be quite unsettling. Some of us may take a watch and wait approach, others may turn to "Dr. Google," and some may decide to just explain it away.
During interviews, patients and caregivers described feelings all of us can understand-they were worried, they chose denial rather than confront something that frightened them, or they just avoided the obvious.
One patient who was eventually diagnosed with multiple sclerosis told the team that her boss thought she was drinking while at work.
Another patient who went on to get the devastating diagnosis of ALS said, "I would lose control in my hand when I got cold. I thought I was just tired." Although most of us will not receive a serious and life-threatening diagnosis when we are experiencing "something that isn't quite right" we can all appreciate the kinds of questions that arise in the presence of uncertainty:
• "Is this a big deal?"
• "Should I see someone about it?"
• "Am I overreacting or is something real going on?"
| Seeking diagnosis
The feelings associated with seeking a diagnosis are often a continuation of those experienced while having symptoms-albeit at a more heightened degree. In addition, patients and caregivers spoke about feeling increasingly frustrated especially when they perceived that the health provider was not listening to them. A sense of helplessness pervaded their thoughts as they grappled with the reality that without a diagnosis, treatment options were elusive.
This stage requires a lot of activity for both patients and caregivers as they navigate the various parts of a complex health care system.
They "want an answer" and are seeking out whatever sources of information are available to them. Their search for answers takes time and may involve visits to doctors, sometimes seeing multiple providers and enduring a range of tests and procedures.
As they move through the system, patients and caregivers carry their story with them and may have to retell it many times, as they attempt to find the right kind of provider to give them an answer.
One patient said, "I knew I had Parkinson's two years before the neurologist agreed." Some reported that providers discounted their accumulated knowledge and experience. One mother began to ask herself, "Am I crazy?" after her suspicions of autism were dismissed by the pediatrician for a year. Patients very much want diagnoses because they believe a diagnosis will legitimize what they are experiencing. Several interviewees expressed frustration when the first diagnoses they received did not match their experiences.
| Getting a diagnosis (that you believe)
When patients finally get a diagnosis they believe, it can be a life- 
BOX 2. Making sense of it
"I wanted information, but slower. A river, not a wave"
-on feeling overwhelmed right after diagnosis "Everything you expected your life to be … you lose that."
-on accepting that her son had autism
| Finding a plan
The activity and events associated with finding a plan are often closely associated with making sense of it. For some, these 2 stages occurred simultaneously. Other patients and caregivers found themselves better able to make sense of it as they began making plans. 
| Optimizing and adjusting
As patients and caregivers talked about moving into this stage, they often described feeling less overwhelmed, more confident. They also • Tracking tends to fit into a routine such as taking meds with morning breakfast or checking in on PatientsLikeMe after emails have been read.
• 
Keeping my history
• The most frequent reason given for keeping a history was to ensure doctors have correct and complete information, especially for people who saw multiple providers.
"Having a timeline helps when you go to a new doctor and they throw ten pieces of paper at you." Some interviewees described thorough note taking as a form of self-defense.
• The second priority reason for keeping one's history is to capture the record of a life-changing event. "This was hard, so I want a record of it."
Taking notes
• Many patients reported taking notes to manage tasks and information when overwhelmed, as they often did during provider visits (especially early in their diagnosis and treatment journeys).
• Note taking usually took place at the hospital or health provider's office.
• • Some patients wanted to process their own experiences, and for some, writing, sharing, and conversation were concrete ways of helping others.
• Some patients found this useful for a time and then found themselves sharing their story less. Patient M told us, "I don't write so much anymore, I guess I don't have as much to say."
To date well over 100 patient and caregiver interviews have con- 
| Balancing challenges and opportunities
Yet the use of qualitative and ethnographic methods is time-consuming and labor-intensive. Taking on the task of learning directly from the knowledge and experience of real people living with and managing their health conditions in the real world is a true privilege; however, to be successful it requires multidisciplinary resources and commitments from nearly all levels of the organization.
As the PatientsLikeMe team became more well versed and skilled in the techniques and methods described in this experience report greater efficiency and maximum organizational impact started to be 
